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Objective: Fifteen percent of the world’s population has some form of disability, the most common form being
a physical disability. Ten percent of women with disabilities are of childbearing age; however, because women
with disabilities are often deemed less likely to have children, accessibility to maternity care is limited. Women
with disabilities experience problems during pregnancy and childbirth due to physical barriers and barriers to
information, problems with communication and the attitude of providers. A recent World Health Organization
statement calls for more action, dialogue, research and advocacy on disrespectful treatment during childbirth. To
give substance to this, an overview of the experiences of women with a physical disability is essential. Therefore,
the aim of this systematic review is to identify and provide an overview of reported maternity care experiences
of women with physical disabilities, including sensory disabilities.

Design: This systematic review was conducted using a meta-aggregation approach for synthesis and the steps
of the Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) statement. The search
strategy focused on qualitative studies in the databases PubMed, Embase and CINAHL. The Critical Appraisal Skills
Programme checklist was used to evaluate methodological quality, and a best-evidence synthesis was performed.

Findings: Of the 4,486 studies screened, ten were included. The methodological quality of the studies ranged
from high to moderate. The results indicated that women experience barriers related to accessibility of facilities,
adapted equipment, lack of knowledge, and healthcare providers’ dismissals of their concerns and unwillingness
to assist. In contrast, support has a positive influence on women’s experiences.

Key conclusions and implications for practice: There is evidence that women with physical disabilities continue to
encounter barriers in accessing maternity care related to inaccessible care settings, lack of knowledge and the
attitude of healthcare providers. Healthcare providers should be trained to be aware of women’s special needs
and to improve clinical practice.

Introduction

Worldwide, more than one billion people, or fifteen per-
cent of the world’s population, have some type of disability
(World Health Organization, 2011a; World Health Organization and
World Bank, 2011). Disabled people belong to the largest minority
group (World Health Organization, 2018). According to the World
Health Organization (WHO), disabilities are ‘an umbrella term, cov-
ering impairments, activity limitations and participation restrictions’

(World Health Organization, 2011b). The main categories of dis-
abilities are intellectual, cognitive, neurological, psychiatric, physi-
cal and sensory. Of these, physical disabilities are the most common
(Government of Western Australia Department of communities Disabil-
ity Services, 2015). A physical disability can be defined as ‘a long-
term loss or impairment of a person’s body function, resulting in lim-
ited mobility, endurance, dexterity or physical function’ (GPII Develop-
erSpace, 2019). Physical disabilities are known as sensory disabilities if
they affect sight, speech, hearing or language (DomusVi, 2019).
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Ten percent of women with disabilities are of childbearing age;
however, they are often assumed to not be sexually active and less
likely to have children (Ahumuza et al., 2014; World Health Organi-
zation and World Bank, 2011). This perception has led to limited access
by women with disabilities to sexual and reproductive health services
(Ahumuza et al., 2014; Morrison et al., 2014). While the precise preva-
lence of pregnancy among women with physical disabilities is unknown,
it is not insignificant, and is likely to increase (Iezzoni et al., 2013). With
increased community involvement, medical advances, and the recogni-
tion of the reproductive rights of people with disabilities, women with
disabilities have increased opportunities for childbirth (“Americans with
disabilities act of 1990, as amended,” 2008; Hendriks, 2007).

However, women with disabilities experience problems during preg-
nancy and childbirth due to physical barriers, lack of specialised ser-
vices, problems with the healthcare system and barriers to infor-
mation, problems with communication and the attitude of providers
(Scheer et al., 2008; Schopp et al., 2002). The attitudes and behaviours
of maternity care providers may directly affect the well-being of patients
and the relationship between patients and providers (World Health Or-
ganization, 2005). Maternity care can be defined as ‘the constellation
of health services provided by a physician, nurse, midwife, hospital or
birthing centre to a pregnant woman during pregnancy (prenatal care),
delivery, and after delivery (postnatal care)’ (Segen’s Medical Dictio-
nary, 2011). Lack of respectful care from these providers may lead to
dissatisfaction with the healthcare system and decrease the likelihood
of seeking maternity care (World Health Organization, 2005).

A recent WHO statement calls for more action, dialogue, research
and advocacy on disrespectful and abusive treatment during childbirth
in facilities around the world and has launched a program to pro-
mote reproductive health among disabled people (World Health Orga-
nization, 2015, 2009). In 2015, Tarasoff published a literature review
on the perinatal care experiences of women with physical disabilities
(Tarasoff, 2015). According to this review, women with physical dis-
abilities experience attitudinal barriers and lack of knowledge on dis-
abilities from healthcare providers. Furthermore, physical barriers such
as inaccessible examination tables, delivery rooms and beds are reported
(Tarasoff, 2015). However, there has been no systematic review of qual-
itative research concerning the maternity care experiences of women
with physical disabilities, including sensory disabilities such as visual
impairment.

To improve care experiences, which can consequently improve ma-
ternal and neonatal outcomes, it is necessary to remove barriers in ma-
ternity care for pregnant women with disabilities (Clements et al., 2016;
Tarasoff, 2015). It is therefore recommended to perform a systematic re-
view regarding the experiences of women with disabilities in maternity
care and what these women encounter to improve their experiences.
This review describes commonly reported experiences to address these
barriers in clinical practice. The synthesised findings can be used to in-
form policy or healthcare practices to improve the quality of maternity
care. The aim of this review is to identify and provide an overview of
the reported experiences of women with physical disabilities, including
sensory disabilities, regarding maternity care.

Methods

This systematic review was conducted using the meta-aggregation
approach for qualitative research synthesis (Lockwood et al., 2015) and
the steps of the Preferred Reporting Items for Systematic Reviews and
Meta-Analysis (PRISMA) statement (Moher et al., 2009a) for reporting
systematic reviews.

Search strategy
A systematic literature search was conducted on the 13 of February

2019 without limit features in the following databases: PubMed, Em-
base and CINAHL. Reference lists of included studies were searched by
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hand, and articles citing those studies were searched in Scopus to iden-
tify additional relevant studies. A final search was performed October,
16, 2020.

The search terms contained subheadings (e.g. MeSH) and free-text
words. Two researchers (MHG and MV) agreed on a final search string
involving multiple related terms and synonyms to identify relevant stud-
ies, such as ‘Obstetrics’, ‘Disabled Persons’ and ‘Experience’ (Appendix
I). To ensure a comprehensive search, there were no restrictions on the
country of research or publishing year.

Selection criteria

This systematic review focused on the domain ‘women with physi-
cal disabilities’, determinant ‘maternity care’ and outcome ‘experience’.
Since the underlying causes are investigated, qualitative studies and
qualitative data extracted from mixed methods studies that addressed
the experiences of women with physical disabilities regarding mater-
nity care were considered relevant. For practical reasons, only articles
in English and Dutch were included.

This systematic review was limited to articles concerning physical or
sensory disabilities, as people with intellectual impairments appear to
be more disadvantaged in many settings (Roulstone and Barnes, 2005).
Studies on domestic abuse, and studies on the experiences of physically
disabled women with pregnancy and birth, in which the purpose was not
to investigate maternity care, were also excluded. Additionally, studies
including other people such as healthcare providers and family members
were excluded.

The Rayyan web tool was used for study selection (Ouzzani et al.,
2016). After duplicate resolution, all titles and abstracts were screened
by both researchers (MHG and MV) for eligibility against the criteria
for inclusion and exclusion. Next, the full text was screened by MHG.
Studies of which it was unclear whether they met the criteria for inclu-
sion or exclusion were independently screened by the second researcher
(MV) and discussed until consensus was reached. Other members of the
research group were consulted in case of any remaining doubts. Studies
that addressed the maternity care experiences of women with physical
disabilities and were available in full text were reviewed in detail.

Methodological quality

The Critical Appraisal Skills Programme (CASP) qualitative check-
list (Critical Appraisal Skills Programme, 2018) was used to evaluate
the methodological quality of the studies. The checklist contains ten
questions that can be answered with ‘yes’, ‘can’t tell’ or ‘no’. A number
of hints are provided after each question. The research team decided to
rate ’yes’ with one point, ’can’t tell’ with half a point and 'no’ with zero
points to be able to link a quality score. Studies with a quality score
of 0-4 points were classified as low quality studies, with 5-7 points as
moderate quality and with 8-10 points as high quality. Both researchers
(MHG and MV) independently evaluated the quality score of each study
using the CASP checklist. Differences in ratings were discussed with the
research team until consensus was reached (MHG, MV, AH).

Data extraction

Data extraction was performed in the following phases according
to meta-aggregation (Lockwood et al., 2015): 1) General details of the
studies were extracted, including the country of research, methodology,
sample size, disability type, analytical approach, key themes and conclu-
sions; 2) The verbatim extract of the findings from the author’s analyti-
cal interpretation of data relevant to the research question was imported
into Microsoft Excel. The findings were identified by repeated reading
and accompanied by an illustration from the same study, such as a di-
rect quotation or other data supporting the finding; 3) Plausibility levels
were assigned based on evaluation by two researchers (MHG and MV).
The plausibility levels are as follows (Lockwood et al., 2015):



M. Heideveld-Gerritsen, M. van Vulpen, M. Hollander et al.

- Unequivocal: findings accompanied by an illustration that are beyond
reasonable doubt and therefore not open to challenge;

- Equivocal: findings accompanied by an illustration lacking clear as-
sociation with it and therefore open to challenge;

- Unsupported: findings not supported by the data.

Ranked unequivocal and equivocal findings share equal recognition
in the synthesis, while unsupported findings do not appear. The reasons
for level allocation were documented.

Synthesis

A three-phase approach to thematic analysis was adopted on the
basis of the meta-aggregation method (Lockwood et al., 2015): 1) As
described in the section on data extraction, the extraction of all find-
ings from all included studies was accompanied by illustrations and as-
signed a plausibility level; 2) Categories were developed for findings,
with at least two findings from different studies per category. Categori-
sation involved repeated, detailed analysis of the findings. Findings that
were similar in meaning were grouped together into one category. Each
category was accompanied by a combination of a brief description of
the key concept and an explanatory statement; 3) Synthesised findings
were developed as an overarching description of at least two categories
(Lockwood et al., 2015). The categories and synthesised findings were
discussed until consensus was reached.

A best-evidence synthesis was performed to summarise all findings,
taking into account the methodological quality, number of studies and
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consistency of the findings. Strong evidence was defined as consistent
findings in multiple high-quality studies. Moderate evidence was defined
as consistent findings in one high-quality study and at least one low-
quality study. Insufficient evidence was defined as only one available
study or inconsistent findings in multiple studies (Proper et al., 2011).

Results

After duplicate resolution, the database search resulted in 4,479
potentially relevant studies. A manual search in Scopus and reference
lists resulted in seven additional studies. A total of 4,486 studies were
screened by title and abstract. After discussing the studies of which it
was unclear whether they could be included, 33 studies remained. These
studies were screened for eligibility by reading full text.

Due to the specific context of domestic abuse, four articles were ex-
cluded, five due to the inclusion of people with intellectual disabilities
and two due to the inclusion of other people. Eleven articles focused
on pregnancy or childbirth and not specifically on maternity care. One
article was excluded due to Norwegian language.

Studies of which it was unclear whether they could be included
were discussed with a second researcher (MV), resulting in nine relevant
qualitative studies (Bertschy et al., 2015; Frederick, 2015; Ganle et al.,
2016; Lipson and Rogers, 2000; Mazurkiewicz et al., 2018; Mitra et al.,
2016; Nguyen et al., 2020; Smeltzer et al., 2017; Tarasoff, 2017)
and one mixed methods study from which only qualitative data was
used (Smeltzer et al., 2016). Figure 1 provides a flow diagram of the

Records identified through

- database searching

.g PubMed (n =1691) Additional records identified

S Embase (n =3463) through other sources

3:2 CINAHL (n =27) (n=7)

o

12
— Records after duplicates removed

(n=4486)
Records excluded

[ > Title (n = 4386)

g v Abstract (n = 67)

o

@ Records screened

Q

(7] (n=33)

Full-text articles excluded,
with reasons
Domestic abuse (n = 4)
() > Intellectual (n=5)
Including other people (n =2)

- Y Not specifically Maternity

= Full-text articles assessed Care (n=11)

:-ED for eligibility Wrong language (n = 1)

o (n=10)
o

A

b Studies included in

3 qualitative synthesis

2 (n=10)

Fig. 1. PRISMA flow diagram of study selection.
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Table 1
Study characteristics.
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Article Methodology Sample Disability Analytic approach CASP Quality
Bertschy et al., 2015 5 Individual interviews n=17 Physical Qualitative Content Analysis based on 10
Switzerland - 45-60 minutes Anderson’s behavioral model.

4 Focus groups

- 120-180 minutes

Semi-structured interview guide.
Nguyen et al., 2020 56 interviews n=29 Physical Thematic analysis guided by the Braun 9.5
Vietnam - 29 first interviews and Clarke approach. NVivo was used.

- 27 follow-up interviews

Physical access audit

- 14 facilities

Semi-structured interview

guide and access audit checklist
Mazurkiewicz et al., 2018 Individual interviews n=16 Sensory Interpretative Phenomenological 9
Poland - Average 60 minutes - Visual Analysis approach

Semi-structured interview guide.
Mitra et al., 2016 Individual interviews n=25 Physical Kurasaki’s method used for reliability 9
USA and consistence of coding. Atlas.ti was

- By phone. used.

Semi-structured interview guide.
Smeltzer et al., 2017 Individual interviews n=22 Physical Conventional content analysis 9
USA - By phone facilitated by NVivo.

- Average 120 minutes

Semi-structured, open-ended

interview protocol.
Tarasoff, 2017 In-depth interviews n=13 Physical Informed by a grounded theory 9
Canada - 10 in person Sensory approach.

- 3 by phone - Visual (n=1)

- 54-135 minutes

Follow-up interviews

- 10 by phone

Semi-structured interview guide.
Ganle et al., 2016 In-depth interviews n=72 Physical (n=47) Attride-Stirling’s thematic network 8.5
Ghana - 60-90 minutes Sensory analysis framework.

Semi-structured interview guide. - Visual (n=7)

- Speech (n=6)
- Hearing (n=12)

Smeltzer et al., 2016 Individual interviews n=25 Physical Traditional content analysis. Atlas.ti 8.5
USA - By phone. was used.

Semi-structured interview guide
Lipson and Rogers, 2000  Individual interviews n=12 Physical Not reported 6.5
USA - 60-120 minutes

Interview schedule.
Frederick, 2015 14 Individual interviews n=26 Sensory Not reported 5.5
USA - 2 in person - Visual

- 12 by phone

3 Focus groups.
A series of questions

full screening process (Moher et al., 2009b). Appendix I provides an
overview of the databases in which the articles appeared.

Study characteristics

The characteristics of the included studies are presented in Table 1.
The studies were conducted in Switzerland (Bertschy et al., 2015),
Vietnam (Nguyen et al., 2020), Ghana (Ganle et al., 2016), Poland
(Mazurkiewicz et al., 2018), Canada (Tarasoff, 2017) and the United
States (Frederick, 2015; Lipson and Rogers, 2000; Mitra et al., 2016;
Smeltzer et al., 2017, 2016), and were published between 2000 and
2020. Seven studies used individual interviews (Ganle et al., 2016;
Lipson and Rogers, 2000; Mazurkiewicz et al., 2018; Mitra et al.,
2016; Smeltzer et al., 2017, 2016; Tarasoff, 2017), two studies com-
bined individual interviews with focus groups (Bertschy et al., 2015;
Frederick, 2015) and one study combined interviews with physical
access audits (Nguyen et al., 2020) . Five studies conducted inter-
views in person (Bertschy et al., 2015; Ganle et al., 2016; Lipson and
Rogers, 2000; Mazurkiewicz et al., 2018; Nguyen et al., 2020),
three studies conducted interviews by phone (Mitra et al., 2016;
Smeltzer et al., 2017, 2016) and two studies conducted interviews
both in person and by phone (Frederick, 2015; Tarasoff, 2017). A

total of seven focus groups were executed (Bertschy et al., 2015;
Frederick, 2015). Eight studies used a semi-structured interview guide
(Bertschy et al., 2015; Ganle et al., 2016; Mazurkiewicz et al., 2018;
Mitra et al., 2016; Nguyen et al., 2020; Smeltzer et al., 2017,
2016; Tarasoff, 2017), one used an interview schedule (Lipson and
Rogers, 2000) and one used a series of questions (Frederick, 2015).

A total of 257 women with physical and/or sensory disabilities were
included. One woman had a combination of a physical and sensory dis-
ability in the form of blindness. A total of 189 women had a physical
disability, 49 had visual impairment, six had a speech impairment and
12 had a hearing impairment.

Methodological quality

The methodological quality (CASP quality score) ranged from 5.5
to 10, with an average of 8.5 (Table 2). Eight articles were classi-
fied as high-quality studies (Bertschy et al., 2015; Ganle et al., 2016;
Mazurkiewicz et al., 2018; Mitra et al., 2016; Nguyen et al., 2020;
Smeltzer et al., 2017, 2016; Tarasoff, 2017), while two studies were
classified as moderate-quality studies (Frederick, 2015; Lipson and
Rogers, 2000).



M. Heideveld-Gerritsen, M. van Vulpen, M. Hollander et al.

Table 2
CASP checklist and CASP quality score.
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Bertschy et al., 2015
Nguyen et al., 2020

Mazurkiewicz et al., 2018
Mitra et al., 2016
Smeltzer et al., 2017
Tarasoff, 2017

Ganle et al., 2016)
Smeltzer et al., 2016
Lipson and Rogers, 2000
Frederick, 2015

Section A: Are the results valid?

. Wasthereadearsiementoitheamotte ] ] ] M M M M M M
2. Is qualitative methodology appropriate? M M MM MM A MMM ™
3 adness e ameotrermeair . M M M M M M MMM M
4 beamsomerseae e M M M MMM M - M
s Wesdaacolectednawaytratadiressed ] ] ] f 1 M M M M ?
5 paricipants beon asequatoy consdere? | 4 P = 2 = = = — ] =
Section B: What are the results?
e e e P @ ? M ? B - -
8.  Wasthe data analysis sufficienty rigorous? [V M M M M M M M M @ =—
9. Isthere a clear statement of findings? M A 4 4 44 4 ? ? -

Section C: Will the results help locally?

10. How valuable is the research?

MMM MMM

CASP Quality Score (maximum 10 points) 10 9.5

8.5 8.5 6.5 5.5

|ZI Yes (1 point) ?

Can’t Tell (0.5 points)

No (0 points)

Results of individual studies

Although all studies reported the experience of physically disabled
women with maternity care, the studies used different formats to display
the categories and themes. Table 3 provides an overview of the key
themes and results of the individual studies. The study by Frederick did
not describe key themes or categories, but described how women with
visual impairment experienced discrimination by healthcare providers
during postnatal care (Frederick, 2015).

Bertschy et al. focused on women with spinal cord injury (SCI)
(Bertschy et al., 2015). The main categories were deduced from An-

dersen’s behavioural model of health service utilisation and are as fol-
lows (Andersen, 1995): 1) Women’s perceived health needs, and 2) The
health services used. Sub-categories were developed by analysing the
data.

Nguyen et al. included women with congenital or acquired physical
disabilities caused by different factors, such as cerebral palsy (CP), polio
or a traffic accident (Nguyen et al., 2020). Thematic analysis resulted
in six themes. Findings from the physical access audits were consistent
with the reported experiences of women with physical disabilities.

Mazurkiewicz et al. included women with visual impairment
(Mazurkiewicz et al., 2018). The women were asked to freely voice
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their opinions on five major themes that were pre-selected by the
researchers. The Interpretative Phenomenological Analysis approach
(Pietkiewicz and Smith, 2012) was used to evaluate data within these
themes.

Mitra et al. included women with a wide range of physical disabil-
ities, such as Achondroplasia, spinal muscular atrophy (SMA) and CP
(Mitra et al., 2016). Interviews were analysed using an iterative, inter-

Table 3
Key themes and conclusions of individual studies.
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pretive process, resulting in three broad themes: 1) clinician knowledge
and attitude, 2) physical accessibility of healthcare facilities and equip-
ment, and 3) need for information related to pregnancy and postpartum
support.

Smeltzer et al. included women with physical disabilities in
the form of CP, SCI and ten other types of physical disabilities
(Smeltzer et al., 2017). The interview guide covered eight broad top-

Article Key Themes

Key conclusion

Bertschy et al., 2015
Switzerland

Women'’s perceived health needs
Information about SCI and pregnancy;
1 Specific health professionals’ expertise;
2 Medical treatment;
3 Access to and availability of care facilities;
4 Specific supplies and equipment;
5 Improved integration of care.

The health services used

Involved health professionals;

2 Consulted facilities;

3 Perceived degree of services utilization

—_

Nguyen et al., 2020
Vietnam

Technology and the search for “normal”;

“People with disabilities should not give birth”;
Information for “normal” women only;

Increased direct and indirect costs;

Confusing waiting and referral procedures;

Poor accessibility of transportation, facilities, and
equipment.

AU W=

Mazurkiewicz et al.,
2018)
Poland

—_

Perceived stigma and lack of affirmation for the

interviewee’s motherhood;
1 Accessibility of childbirth preparation;
2 Accessibility of perinatal care and hospital facilities;
3 Midwives’ attitudes;
4 Expectations for care improvements.

Mitra et al., 2016)
USA

—_

Clinician knowledge and attitudes;

Physical accessibility of health care facilities and
equipment;

Need for information related to pregnancy and
postpartum supports.

[\

w

Smeltzer et al., 2017 Labor and birth experience

USA 1 Women's preferences for type of delivery;
2 Clinicians and some women expected no labor pain’;
3 Fears prompting active advocacy;
4 Positive experiences.

Obstetrical anaesthesia

1 Importance of consultation with the anaesthesia team;
Decisions about epidural/spinal vs general anaesthesia;

2
3 Failed epidural with repeated efforts;
4 Fear of injury related to anaesthesia.

Tarasoff, 2017
Canada

Inaccessible care settings;

Negative attitudes;

Lack of knowledge and experience;

Lack of communication and collaboration among
providers;

Misunderstandings of disability and disability-related
needs.

AW N =

w

Ganle et al., 2016
Ghana

Desire for children and experiences with pregnancy and
childbirth
Challenges to maternal healthcare access

1 Mobility problems;

2 Limited support;

3 Communication problems;

4 Unfriendly healthcare infrastructure;

5 Healthcare providers’ insensitivity and lack of knowledge.

The existing health care services are far from being tailored to meet the
needs and expectations of these mothers, and further improvements in both
policy and practice are necessary to provide better health care to these
women. Policy should provide a framework for health care providers that
would allow them to most effectively meet the women’s needs.

Although women with physical disabilities have the right to enjoy healthy
motherhood and quality healthcare, the actions and inaction of many
healthcare staff suggest otherwise. At present, many North Vietnamese
healthcare services are ill-equipped to provide disability-inclusive and
responsive maternal healthcare. Many challenges the women experienced
are potential disincentives and limit the quality of care. The complex
maternal healthcare needs of women with physical disabilities should be
met by ensuring their genuine inclusion in mainstream healthcare services.
The quality of perinatal care remains unsatisfactory and the resulting
problems are not effectively resolved as they are often not even recognised.
Health care professionals * training should be modified and their attitudes
changed. Specific standards and procedures should be developed and
introduced in clinical practice

Clinicians should be provided with the education necessary to prepare them
for the care of women with disabilities, and both formal and informal
support should be made more widely available. There is a need for
information about the potential impact of disability on pregnancy.

Clinicians need to be educated and trained in order to provide more
effective care, including knowledge and technical skills. Clinicians need
greater attention to address the information needs of women with physical
disabilities and their desire to be informed and consulted about treatment
decisions. More effective communication with women about these issues is
likely to increase their satisfaction with obstetric and anaesthesia care.

Women with physical disabilities continue to encounter barriers, including
inaccessible care settings and providers lacking disability knowledge.
Providers need to do a better job of listening and working with these
women. Collaboration among perinatal and disability-related providers and
meaningful inclusion of women in educational initiatives and care plans are
vital for improving care experiences.

Maternal healthcare services that are designed to address the needs of
able-bodied women might lack the flexibility and responsiveness to meet the
special maternity care needs of women with disability. More
disability-related cultural competence and patient-centred training for
healthcare providers as well as the provision of disability-friendly transport
and healthcare facilities and services are needed.

(continued on next page)
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Table 3 (continued)
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Article Key Themes

Key conclusion

Smeltzer et al., 2016 1 Clinicians’ lack of knowledge about pregnancy-related

USA needs of women with physical disabilities;
2 Clinicians’ failure to consider women'’s knowledge,

experience, and expertise about their own disabilities;

Women'’s recommendations were based on their perceptions that health care
clinicians lack knowledge about pregnancy within the context of disability
and clinicians’ failure to increase their knowledge to a level that inspires
confidence in the women. The need on the part of clinicians to listen to

3 Clinicians’ lack of awareness of the reproductive concerns women with physical disabilities and to respect them and their expertise

of women with physical disabilities.

Lipson and Women's perspective
Rogers, 2000 1 The effect of the disability;
USA 2 Women's resources;

3 Personality and approach.

The health care system factorsPregnancy
1 Health providers and parents’ negative attitudes;

2 Early referral, testing, and referral to occupational and

physical therapy;
3 Difficulties with usual prenatal care practices;
4 Lack of information.

Birth experiences

1 Frequent use of high technology when women would

have preferred to deliver vaginally if possible;
2 Carefully made plans that did not work out;
3 Insensitive hospital care.

The postpartum period/infant care
1 Insensitive care providers;
2 Lack of referral to appropriate agencies;
3 Lack of specialised instruction on lactation;
4 Adaptive equipment;
5 Help in learning techniques

Frederick, 2015)
USA

Not reported

and knowledge based on years of living with their disabilities was identified
by almost all participants in the study.

Further, women recommended that clinicians avoid stereotyping and bias
and to view women with physical disabilities as sexual persons capable of
becoming pregnant, having children, and becoming mothers.

They expressed the need for clinicians to learn about and understand
women’s disabilities and to see women beyond their disabilities. Education
of health care professionals about disability is essential to remove stigma
and bias toward women with physical disabilities. Education of clinicians
about the interaction of disability with pregnancy was identified as essential
if women with physical disabilities are to receive the high-quality health
care during pregnancy that they and their offspring deserve.

The professional’s positive attitude and support of a woman with a disability
through recognizing and verbalizing that she has the ability to be involved in
the care of her baby will bolster her confidence, which can impact the whole
postpartum experience. We recommend training and values clarification for
health care providers to help them provide more sensitive and appropriate
care for women with disabilities. It is important for care providers to work
as a team on behalf of women with disabilities. Health care providers should
take responsibility for helping women assess their physical, social, and daily
living needs so that they can obtain services to help them function to the
best of their ability. Suggesting appropriate baby care equipment is
important for all parents, but it is essential for parents with disabilities.

Postnatal care is a particularly critical time when blind mothers are likely to
face stigma in the form of discouragement and discrimination. When these
mothers move from passive, labouring patients to the expected role of
independent mothers, stigmatizing interactions are likely to occur.
Participants expressed deep fear of the potential consequences of such
stigmatizing interactions.

ics related to pregnancy that can be divided into topics related to the
experience of labour, birth and anaesthesia. These topics were used to
structure the results.

Tarasoff primarily included women with physical disabilities such
as arthritic conditions, CP and congenital amputation (Tarasoff, 2017).
Some participants reported more than one impairment, and one partic-
ipant reported a sensory disability in the form of congenital blindness.
Analysis of the data was informed by a constructivist grounded the-
ory approach, resulting in five interrelated themes regarding barriers
to perinatal care.

Ganle et al. reported the experience of women with both physical
and sensory disabilities in the form of speech, hearing and visual impair-
ments (Ganle et al., 2016). The thematic network framework of Attride-
Stirling (Attride-Stirling, 2001) was used to analyze the data, resulting
in two categories and five themes related to the challenges of accessing
maternal healthcare.

The mixed methods study of Smeltzer et al. included women with
physical disabilities as CP, amputation, SMA and six other physical dis-
abilities (Smeltzer et al., 2016). The semi-structured interview guide
included 56 questions. The topics were related to women’s perinatal
experiences in general and their perceptions of the interaction of their
disabilities and pregnancy. Analysis resulted in three themes relating to
women’s interactions with healthcare providers.

Lipson and Roger included women with physical disabilities such as
CP, spina bifida and Achondroplasia (Lipson and Rogers, 2000). The
resulting categories were divided into ‘Women’s perspective’ and ‘The
healthcare system factors’, in which a subdivision was made for periods
of pregnancy, birth and postpartum.

Synthesis of results

Following data extraction, a total of 197 findings were imported into
Microsoft Excel. A total of 61 findings were not used due to an ‘unsup-
ported’ plausibility level. The remaining 49 equivocal and 87 unequivo-
cal findings were used to form categories. The analysis of these findings
resulted in thirteen categories and four synthesised findings.

Due to the inclusion of both physical and sensory disabilities, a dis-
tinction was made between disability type. Table 4 provides an overview
of the synthesised findings and categories in combination with the dis-
ability type of the participants whose data were used to form categories.

Accessibility

The synthesised finding Accessibility includes the following cate-
gories: facilities, equipment and educational programs.
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Table 4
Synthesised findings and categories in combination with disabilities.
Synthesised findings Categories References
Accessibility Facilities
Physical Bertschy et al., 2015; Lipson and Rogers, 2000;

Physical (including one Visual)
Sensory (Visual)

Physical and Sensory (Speech, Hearing and Visual)

Equipment
Physical

Physical (including one Visual)
Sensory (Visual)

Educational programs
Physical

Sensory (Visual)

Lack of knowledge

Physical

Knowledge of healthcare providers

Physical (including one Visual)
Dismissal of women’s concerns
Physical

Physical (including one Visual)
Assistance

Sensory (Visual)

Physical and Sensory (Speech, Hearing and Visual)

Communication
Sensory (Visual)
Speech and Hearing
Unwillingness to assist
Physical

Attitude of healthcare providers

Physical (including one Visual)

Physical and Sensory (Speech, Hearing and Visual)

Support
Physical

Dehumanised
Physical
Physical (including one Visual)

Women's feelings

Physical and Sensory (Speech, Hearing and Visual)

Afraid

Physical

Vulnerable

Physical

Sensory (Visual)
Advocate themselves
Physical

Mitra et al., 2016; Nguyen et al., 2020
Tarasoff, 2017

Mazurkiewicz et al., 2018

Ganle et al., 2016

Bertschy et al., 2015; Lipson and Rogers, 2000;
Mitra et al., 2016

Tarasoff, 2017

Mazurkiewicz et al., 2018

Bertschy et al., 2015
Mazurkiewicz et al., 2018

Bertschy et al., 2015; Lipson and Rogers, 2000;

Mitra et al., 2016; Nguyen et al., 2020; Smeltzer et al.,
2017, 2016

Tarasoff, 2017

Smeltzer et al., 2017
Tarasoff, 2017

Mazurkiewicz et al., 2018
Ganle et al.,, 2016

Mazurkiewicz et al., 2018
Ganle et al.,, 2016

Lipson and Rogers, 2000; Mitra et al., 2016;
Nguyen et al., 2020

Tarasoff, 2017

Ganle et al., 2016

Bertschy et al., 2015; Lipson and Rogers, 2000;
Mitra et al., 2016; Smeltzer et al., 2017, 2016

Nguyen et al., 2020; Smeltzer et al., 2016
Tarasoff, 2017

Ganle et al., 2016

Bertschy et al., 2015; Smeltzer et al., 2017

Lipson and Rogers, 2000
Frederick, 2015

Lipson and Rogers, 2000; Smeltzer et al., 2017

Facilities refers to the spaces that women visit when accessing
maternity care. There is strong evidence that women with physi-
cal and sensory disabilities experience barriers to accessing the ma-
ternity care facilities (Bertschy et al., 2015; Ganle et al.,, 2016;
Lipson and Rogers, 2000; Mazurkiewicz et al., 2018; Mitra et al., 2016;
Nguyen et al., 2020; Tarasoff, 2017). Women with physical disabili-
ties report that rooms such as offices, restrooms and washrooms are
inaccessible to wheelchairs (Bertschy et al., 2015; Ganle et al., 2016;
Mitra et al., 2016; Nguyen et al., 2020; Tarasoff, 2017). One woman
expressed pleasure at receiving a handicapped room - a larger room
with adapted equipment in which she was able to use her walker and
wheelchair (Lipson and Rogers, 2000). Women with sensory impairment
express difficulties in finding their way around, especially if there is no
one available to assist them (Ganle et al., 2016; Mazurkiewicz et al.,
2018).

Equipment refers to a set of items used to assist women. There is
strong evidence that there is limited access to adapted equipment for
women with physical disabilities (Bertschy et al., 2015; Lipson and
Rogers, 2000; Mitra et al., 2016; Tarasoff, 2017). The examination

table, scales and baby equipment are commonly mentioned as not
adapted to women’s needs. There is insufficient evidence concerning
equipment for women with sensory disabilities (Mazurkiewicz et al.,
2018). One woman with visual impairment reported the following
(Mazurkiewicz et al., 2018):

“During my stay in hospital all the facilities to support people with
disabilities, making me feel safer and more comfortable, are impor-
tant.” - OT

Educational programs refer to classes on preparation for childbirth.
There is insufficient evidence that educational programs are not tai-
lored to the needs of women with physical and sensory disabilities
(Bertschy et al., 2015; Mazurkiewicz et al., 2018).

Knowledge of healthcare providers

The synthesised finding Knowledge of healthcare providers includes
the following categories: lack of knowledge, dismissal of women’s concerns,
assistance and communication. Data related to women with sensory dis-
abilities did not include findings in the categories lack of knowledge and
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dismissal of women’s concerns. In addition, data related to women with
physical disabilities did not include findings on communication.

Lack of knowledge refers to limited information, facts and skills
gained through education or experience. There is strong evidence that
there is a lack of knowledge of the relationship between physical dis-
ability and pregnancy among healthcare providers (Bertschy et al.,
2015; Lipson and Rogers, 2000; Mitra et al., 2016; Nguyen et al.,
2020; Smeltzer et al., 2016; Tarasoff, 2017; Tran et al., 2018). Further-
more, there is moderate evidence that women believe that caregivers
do not seek relevant information (Bertschy et al., 2015; Lipson and
Rogers, 2000). A woman with SCI reported the following (Bertschy et al.,
2015):

“During my first appointment with the gynaecologist, I asked him
if he had other patients like me before and if he knew the process.
He told me: ‘No not at all.” He said he could find out, but that he
thought there was no problem. Then I said, ‘Yeah, but how am I going
to give birth? And what will happen?’ I had a thousand questions
besides all the standard questions of a standard pregnancy. Then he
told me: ‘Well, we will see. I think you’re not a high-risk pregnancy.
‘He said:” We’ll frame it as a normal pregnancy, and if you need
monthly controls, we will do that, no problem.’ So, that was strange.”
- Jeannine

Dismissal of women’s concerns refers to the decision by a health-
care provider that something is not important or worth considering.
There is strong evidence that healthcare providers dismiss the disability-
related concerns of women with physical disabilities (Smeltzer et al.,
2017; Tarasoff, 2017). Based on the experiences of women, healthcare
providers appear to focus on one aspect of the disability and/or over-
look women’s disability-related concerns by focusing only on pregnancy
and childbirth (Tarasoff, 2017).

Assistance refers to actions to help women with disabilities. There is
insufficient evidence that women with physical disabilities experience
long wait times for assistance from healthcare providers (Ganle et al.,
2016). However, there is strong evidence that women with sensory dis-
abilities believe that healthcare providers do not offer assistance un-
less explicitly requested (Ganle et al., 2016; Mazurkiewicz et al., 2018).
Healthcare providers do not appear to recognise disabled women’s
needs.

Communication refers to information exchange by speaking, writing,
or using another medium. There is insufficient evidence that women
with sensory impairment encounter problems in communication with
their healthcare providers (Ganle et al., 2016; Mazurkiewicz et al.,
2018). However, women with visual impairment report that healthcare
providers do not know how to demonstrate care (Mazurkiewicz et al.,
2018). Verbal communication is insufficient for learning and commu-
nicating, as women with visual impairment experience familiarisation
primarily through sense and touch (Mazurkiewicz et al., 2018). Women
with speech and hearing impairments reported communication difficul-
ties with healthcare providers unless they were accompanied by a part-
ner (Ganle et al., 2016).

Attitude of healthcare providers

The synthesised finding Attitude of healthcare providers includes the
following categories: unwillingness to assist and support. Data related to
women with sensory disabilities did not include findings in either cate-
gory.

Unwillingness to assist refers to the expression of unwillingness to
help women with disability-related care. There is strong evidence that
women with physical disabilities encounter unwillingness to provide
assistance on the part of healthcare providers (Ganle et al., 2016;
Lipson and Rogers, 2000; Mitra et al., 2016; Nguyen et al., 2020;
Tarasoff, 2017). The women believe that healthcare providers are un-
comfortable supporting disability-related needs (Ganle et al., 2016;
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Tarasoff, 2017), and it is necessary for women’s partners to help due to
the providers’ unwillingness to assist (Mitra et al., 2016; Tarasoff, 2017).

Support refers to the provision of encouragement or emotional as-
sistance by healthcare providers. There is strong evidence that a sup-
portive attitude from healthcare providers has a positive influence on
the experiences of women with physical disabilities (Bertschy et al.,
2015; Lipson and Rogers, 2000; Mitra et al., 2016; Smeltzer et al., 2017,
2016). The women described healthcare providers who provided sensi-
tive, respectful and supportive care (Bertschy et al., 2015; Lipson and
Rogers, 2000; Mitra et al., 2016; Smeltzer et al., 2017, 2016), and one
woman with CP reported the following (Smeltzer et al., 2017):

“[My obstetrician] knew...that I wasn’t talking out of fear...that I
had some knowledge and education to support my decisions. She
really believed I knew my body the best and was willing to help
me....She listened and she read my chart and she said “I see this is
what you want ...you and your baby to come out of this healthy and
fine.”...And she’s like “you have every right...”

Women’s feelings

The synthesised finding Women’s feelings includes the following cat-
egories: dehumanised, afraid, vulnerable and advocating for yourself. Data
related to women with sensory disabilities did not include findings in
the categories dehumanised, afraid or advocating for yourself.

Dehumanised refers to feeling less than human. There is strong evi-
dence that women with physical disabilities feel dehumanised through
the actions of healthcare providers (Ganle et al., 2016; Nguyen et al.,
2020; Smeltzer et al., 2016; Tarasoff, 2017). These women described
healthcare providers who shouted and made negative comments about
their capacity for motherhood (Ganle et al., 2016; Nguyen et al., 2020;
Smeltzer et al., 2016; Tarasoff, 2017). Women reported feeling like a
spectacle (Tarasoff, 2017).

“They don’t see me as a person anymore. I'm a disability. ... We were
talking about something to do with my concerns, and she reached
over and pulled my sleeve up. I tend to keep my sleeve down because
I find it cuts down on my daily awkward exchanges and interactions.
But she pulled my sleeve up and held my arms out to this resident.
Like, “well you can see, she’s got this disability and this disability.”
And it made me feel like ok, so 'm not a person in this exchange. ...
People didn’t seem to pay much attention [to my disability]. When
it did flip, it was the wrong kind of attention.”

Afraid refers to an unpleasant emotion caused by danger, pain or
harm. There is strong evidence that women with physical disabilities
fear anaesthetic injury (Bertschy et al., 2015; Smeltzer et al., 2017).
They were afraid to re-experience moments of fear of functional limi-
tations and reported fear of negative outcomes (Bertschy et al., 2015;
Smeltzer et al., 2017).

Vulnerable refers to being easily hurt, influenced or attacked. There
is insufficient evidence that women with physical and sensory disabil-
ities feel vulnerable during the postpartum period (Frederick, 2015;
Lipson and Rogers, 2000). Women experience the contradiction between
being a dependent patient who must rely on the guidance of healthcare
providers and being a disabled woman expected to demonstrate her ca-
pacity for independent motherhood (Frederick, 2015). In addition, when
a presumption of incompetence leads to the involvement of social work-
ers, women feel vulnerable and distressed (Frederick, 2015).

Advocating for yourself refers to advocating for one’s needs. There
is moderate evidence that women with physical disabilities experi-
ence a sense of advocacy for their needs (Lipson and Rogers, 2000;
Smeltzer et al., 2017). The women viewed themselves as knowledge-
able and sought information from different sources to communicate with
healthcare providers (Smeltzer et al., 2017). In addition, the women
chose to stay awake during childbirth and advocated for themselves
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or sought advocacy from spouses in order to avoid poor outcomes
(Smeltzer et al., 2017).

Discussion

In this review, findings from ten studies were aggregated to provide
an overview of the experiences of women with physical disabilities, in-
cluding sensory disabilities, regarding maternity care. There is strong
evidence that women with physical disabilities experience barriers re-
lated to accessibility of facilities, equipment, knowledge and healthcare
providers’ attitude towards their concerns, and unwillingness to assist.
As a result, women feel dehumanised and afraid. However, support by
healthcare providers has a positive influence on their experiences. In
addition, women with sensory disabilities experience barriers to acces-
sibility of facilities and a lack of assistance by healthcare providers.

With regard to the experiences of women with physical disabilities,
little has changed in the last two decades; the barriers are consistent
with studies conducted 20 years ago (Carty, 1998; Thomas and Cur-
tis, 1997). These findings have also been confirmed by recent studies,
including a review by Tarasoff that reports barriers to accessibility of
facilities and equipment and care that is not tailored to women’s needs
(lezzoni et al., 2015; Tarasoff, 2015; Walsh-Gallagher et al., 2012).
Furthermore, healthcare providers who provide care to physically dis-
abled women recognised the lack of accessible care facilities, equipment
and disability-specific training as barriers (Mitra et al., 2017). Lack of
knowledge leads healthcare providers to not feel competent in caring
for physically disabled women (Walsh-Gallagher et al., 2013). The in-
cluded studies reflect the notion that the pregnant body is assumed
to be a non-disabled body, and this assumption establishes the prac-
tices and physical setting of maternity care. To improve accessibility
to maternity care, it is recommended that spacious rooms, including
adapted equipment, be provided. In addition, the findings of this re-
view indicate a lack of knowledge among healthcare providers, which
puts women with physical disabilities at risk of receiving inappropri-
ate advice from well-intentioned providers, which can lead to difficul-
ties making informed decisions. Improvement is only possible by rais-
ing awareness of the barriers faced by women with disabilities. Further-
more, the negative attitude of healthcare providers towards women with
disabilities is problematic and appears to result from a lack of proper
professional training (Guerin et al., 2017). Evidence-based knowledge
and practice-based training for healthcare providers can ensure that all
women’s expectations are met (Smeltzer et al., 2018). We therefore rec-
ommend providing training sessions for healthcare providers to empha-
sise patient-centered care, teach effective collaboration with women and
provide knowledge of the relationship between disabilities and preg-
nancy (Smeltzer et al., 2018). Because training involves several inter-
related components and concerns behavioural changes in a number of
healthcare provider groups, it is a complex intervention (Craig et al.,
2008). Therefore, it is advisable to use the Medical Research Council
(MRC) framework on complex interventions to guide the development
and evaluation of training (Craig et al., 2008). The enriched develop-
ment phase of the MRC framework can be used to improve the fit with
clinical practice and the likelihood of success (Bleijenberg et al., 2018).
Actively involving women with disabilities in the design and evaluation
of the training is also recommended (Walsh-Gallagher et al., 2013).

Research should be conducted on how to best organise training to
increase healthcare providers’ knowledge. Furthermore, against a back-
drop of heterogeneous studies, more comprehensive research is required
to explore the experiences of women with sensory disabilities, including
visual, speech and hearing impairments.

The strength of this systematic review is that various methodological
methods have been used to increase reliability of the results. In addi-
tion, the search, data extraction and quality assessment were discussed
until consensus was reached. Furthermore, by using the CASP, the lim-
itations of individual studies were evaluated and the quality of each
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study was taken into account in the synthesis. The use and description of
these methods such as CASP (Critical Appraisal Skills Programme, 2018)
and the meta-aggregation method (Lockwood et al., 2015) have also in-
creased reproducibility. One study corresponding to Tarasoff’s review
was included in our review (Tarasoff, 2015). Other included studies in
Tarasoff’s review had no focus on maternity care, but on pregnancy in
general. Consequently, these studies are not included in our review. Nine
studies not included in the review of Tarasoff are included in our sys-
tematic review. Including the study of Nguyen et al. focusing on how
access to maternal healthcare was experienced, this study reinforced all
synthesised findings from our review (Nguyen et al., 2020).

However, this review also has several limitations. For example, the
included studies mainly describe negative experiences. Therefore, the
results may not provide an objective impression of women’s experiences
with maternity care. In addition, this review includes studies conducted
in six countries in different contexts, which can potentially limit the
generalizability of the findings. Additionally, one study that focused on
physical disabilities but included one blind woman made no distinc-
tion in the findings; instead, all disabilities were classified as physical
(Tarasoff, 2017). Limited data on women with sensory disabilities may
be responsible for the rating of findings with moderate or insufficient
evidence.

Conclusion

This review demonstrates that women with physical disabilities con-
tinue to encounter several barriers in accessing maternity care related
to inaccessible care settings, and lack of knowledge and negative atti-
tude of healthcare providers. Care must be tailored to these women’s
needs and characteristics, and healthcare providers should be trained to
be aware of the specific needs of women with physical and sensory dis-
abilities. To this end, training should be developed and evaluated using
the MRC framework.
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